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Analysis of load status and management strategies of main caregivers of patients

with malignant tumors of digestive tract

INTRODUCTION

With the change of life structure and dietary habits, the incidence of malignant tumors
of the digestive tract has increased in recent years, which poses a threat to public health
safety and also increases the social burdenfll. Because patients with malignant tumors
have certain particularities, the demand for care is high. And caregivers are mostly
family members of patients, and there are many death concerns among caring patients,
and a variety of stresses can have a serious impact on the physical and mental health of
caregivers(?l. Therefore, it is a hot issue in clinical practice to analyze the load status of
the main caregivers of patients with malignant tumors of the digestive tract and make

targeted treatment strategies.

STATUS OF LOAD OF MAIN CAREGIVERS OF PATIENTS WITH MALIGNANT
TUMORS OF DIGESTIVE TRACT

The load of the main caregivers of patients with malignant tumors of the digestive tract
includes five dimensions: time-dependent load, development-limited load, physical

load, sociability load, and affective load, which are described separately as follows.

Time-dependent loads
In studies of the load status of primary caregivers of patients with gastrointestinal

malignancies(>4), it was concluded that the time-dependent load score was 9.17 points,
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which was the dimension with the highest load score (Table 1 for specific data), which

was consistent with the conclusions of many researchers in Chinall.

Developmental limited burden

Development limitation load is influenced by time-dependent load, and the main
caregivers of patients with gastrointestinal malignancies spend all their time and energy
on patients, resulting in no time belonging to themselves to enjoy life. In related
research, it is found that caring for and accompanying patients has become the main
care of the only life content, their original lifestyle is completely changed, social
activities such as parties, games, shopping are forced to cancel, and even hobbies are
forced to give up, and their career planning, life planning and other forced changes
make the main caregivers have serious adverse emotions(67). A domestic study on the
load bearing by the main caregivers of patients with malignant tumors of the digestive
tract found that time-dependent load and development-limited load were the main
loads, 25.4% of the main caregivers expected to rest briefly, and 16.4% wanted to be
shared. In many foreign studies, it is emphasized that the main caregivers of patients
with chronic diseases need more support, encouragement and proper rest, otherwise
long-term accumulation will lead to their emotional breakdown and produce heavier

emotional burdenl.

Physical load

The nursing tasks of patients with malignant tumors of digestive tract are relatively
heavy. Prolonged care and companionship of patients make the main caregivers have
obvious physical load, causing headache, physical decline, fatigue, drowsiness,
palpitation and other physical symptoms due to affected sleep and mood, accompanied
by anxiety, upset, depression, restlessness and other psychological symptoms(®. In a
foreign study, 35% of cancer patients were found to be mainly cared for the presence of
physical stress symptoms, accompanied by significant physical load. However, relevant

domestic surveys have found that most of the main caregivers of cancer patients believe
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that their health status is fair, and only a small number believe that their health status
has problems due to caring for patients, which may be related to different study groups,
or may have a greater impact on the psychological function and social function of
caregivers than physical aspects, so that they automatically ignore the changes in health
status(911]. In conclusion, physical load is also one of the main caregivers of patients

with gastrointestinal malignancies.

Social load

The main caregivers of patients with malignant tumors of the digestive tract spent
almost all their time caring for and accompanying the patients, and the lack of social
support made them feel socially isolated(™l. Once problems of not being understood
and not being able to get along with each other emerged in caring patients, the primary
caregiver could easily experience sociability load. Relevant domestic studies have found
that most primary caregivers can be understood and supported in caring patients, and

only a small proportion have significant sociability load*3.

Affective load

Induced by traditional Chinese culture, most families can help each other. When a
family member has a problem or disease, other members will actively and actively help
and take care of it. In the hearts of most people, family members are superior to their
own interests and hobbies. Therefore, it can be found in a number of studies that the
emotional load is the lowest in the load of the main caregivers of cancer patients(l.
However, it has also been stated that a small number of people experience feelings such
as complaints and anxiety after their lives have changed due to caring for patients,

triggering emotional load(®].

INFLUENCING FACTORS OF MAIN CAREGIVER LOAD IN PATIENTS WITH
MALIGNANT TUMORS OF DIGESTIVE TRACT

Economic situation
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Economic situation is one of the important factors affecting the load of the main
caregivers of patients with malignant tumors of the digestive tract, and in families with
better economic conditions, they can choose more treatment options, and carers can be
invited to take care of patients together, which greatly reduces the pressure on the
caring load of the main caregiversli®l. In families with poor economic conditions, they
should not only bear the responsibility of caring for patients independently, but also
consider daily expenses, patients' treatment costs, efc., in addition to the fact that caring
for patients may not be able to participate in work, the decline in economic income
makes the load of the main caregivers more emotional. Some studies have found that
economic pressure is the main factor affecting the care load of the main caregivers of
cancer patients, caregivers with relatively poor economic situation need to bear the
comprehensive pressure of economic, mental, social, and life, and there is bound to be a
high economic load in the face of cancer, a disease that costs "no bottom hole". Second,
poor economic conditions limit the choice of patient treatment and examination options,

and these pressures also increase the load on the main caregiverl17l.

Caregiving impacts income

Malignant tumors of the digestive tract are cancers with high morbidity and mortality
among all malignant tumors. In most cases, patients need to be cared for and
accompanied by others every day, and even need members of the entire family to care
for them when they are severely ill, which makes the main caregivers unable to have
time and energy to work, which will have a serious impact on their economic income.
However, the daily treatment or rehabilitation of patients requires a certain cost, and
this economic pressure makes the load of the main caregiver heavy. Some studies have
found that in families with heavy income due to caring for patients with advanced
cancer, the degree of caring load appears to be heavy, which is consistent with the

conclusions of a number of domestic and foreign studiesl!sl.

Patient self-care ability
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The self-care ability of patients is the main factor affecting the load of the main
caregivers of patients with malignant tumors of the digestive tract. The worse the self-
care ability of patients, the heavier the load of care of the main caregivers. The analysis
of the reasons may be related to the following points: (1) With the progression of the
disease, patients may experience a variety of complications, the decline of body function
makes their own care ability also decline, followed by an increase in dependence on the
main caregiver, which directly leads to caregivers need to pay more time and energy,
and the load naturally borne is also relatively heavy; (2) With the progression of the
disease, the number of chemoradiotherapy increases, which aggravates the medical
burden, coupled with the lack of professional nursing skills and knowledge of the main
caregiver, resulting in a higher load of their own care. Some related studies have
pointed out that among the main caregivers of patients with advanced cancer, most
people crave professional disease knowledge training; and (3) With the progression of
the disease, patients may experience cancer pain symptoms, especially aggravated in
the evening, and it is often necessary for the main caregivers to take relevant measures
to relieve cancer pain, which undoubtedly has a serious impact on the sleep of the main

caregivers, and then can make the main caregivers experience a significant load!?l.

Time to care for patients

The time of caring for patients is one of the important factors affecting the load of the
main caregivers of patients with malignant tumors of the digestive tract, and the longer
the total time of caring for patients, the heavier the load of the main caregivers. The
reason may be due to the care of patients, the main caregivers can freely control the
time significantly shortened, the reduction of social activities makes it easy to collapse
mentally, and the mental load it bears is also relatively heavy. At the same time, the
longer the patient is cared for, the greater the impact on work, and the natural income
will be greatly reduced. However, the cost of patient treatment makes the main
caregiver bear heavy economic pressure, and the spirit is in a state of high tension and

fatigue for a long time. Finally, because caring for patients, their own lifestyle, routines
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are changed, lack of sleep, irregular life and other adverse effects on the physical health
of the main caregivers have also caused adverse effects, in the double adverse effects of
physical and mental, the main caregivers are prone to higher physical and mental,

spiritual load.

COUNTERMEASURES TO REDUCE THE LOAD OF MAIN CAREGIVERS OF
PATIENTS WITH MALIGNANT TUMORS OF THE DIGESTIVE TRACT

Develop a diagnosis and care plan according to the actual situation to reduce the

medical costs of patients

In the actual diagnosis and treatment, the economic situation of the patient ‘s family and
main caregivers shall be evaluated to understand whether the patient pays medical
insurance or commercial insurance, the actual situation of the patient' s disease shall be
analyzed for the patient with poor economic conditions, and the drugs and
consumables with higher selectivity and higher reimbursement rate of medical
insurance shall be tried in the treatment and examination During hospitalization,
appropriate care plans are developed to reduce unnecessary treatment and nursing

procedures, so as to appropriately reduce their medical costs.

Strengthening the care of patients with poor self-care ability in clinical nursing

In clinical nursing, the actual situation and self-care ability of patients are assessed to
determine the level of care of patients. Special care patients were given 24-h care,
primary care patients were given circuit observation every 1 h, secondary care patients
were given circuit observation every 2 h, and patients with poor self-care ability were
given more care and attention, mainly including the following points: (1) strengthen the
nursing patrol of patients, include patients with critical condition and poor self-care
ability in the focus of nursing observation, especially during the shift, do a good job of
work handover and information check; (2) help patients twn over and pat their back
when they are awake, assist patients to complete daily face washing, tooth brushing,

dressing and other operations, especially to strengthen the care of the patient's mouth
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and skin; (3) Regularly evaluate the patient ‘s condition, predict the possible risk events
or complications, and formulate response plans. Once abnormal phenomena are found,
they should be immediately reported to the doctor and emergency treatment should be
made according to the doctor's advice; (4) strengthen the health education for patients
and main caregivers, tell the behaviors conducive to disease or physical rehabilitation,
guide them to develop good health habits, and improve their own rehabilitation; and (5)
develop an out-of-hospital follow-up plan after discharge, among which telephone
follow-up: 2 wk after discharge, 1 retuun visit every 3 days; 24 wk after discharge, once
a week; 4-8 wk after discharge, once every 2 wk, 8-12 wk after discharge, once every 4
wk; door-to-door follow-up: 1 time a month, face-to-face communication with patients,
telephone and door-to-door follow-up contents include the patient's recent pain, health
behaviors, medication, physical condition, psychological emotions, etc, and make
adjustments to the nursing plan according to the actual situation of patients; Inform
patients of any questions they may have at any time in the group and provide remote
guidance on relevant care. By strengthening the care of patients with poor self-care
ability, nursing staff can reduce the care burden of the main caregiver to a large extent,

which can effectively alleviate or prevent the emergence of care load(20.

Improving the time to get along with and accompany patients in clinical nursing

During the patient's hospitalization, improve the time for communication and
companjonship. In the nursing operation, it is necessary to pay attention to establishing
communication with the patient, give them more spiritual encouragement and comfort,
and then accompany the patient to walk outside the ward every day when their
physical condition permits, so as to replace the main caregiver to accompany the
patient. For special patients, the accompany model without family members can be
carried out. The accompany nursing without family members is not to ask the family
members of patients to hire professional accompany personnel for daily nursing, nor to
limit the family members to visit the patients, but to let the family members of patients

accompany but not protect. On the basis of completing their own work, the nursing
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staff replaces the family members of patients to complete the relevant nursing services,

so as to improve the time to get along with the patients.

Actively communicate with the main caregivers of patients and provide psychological
counseling and support for them.

Communicate regularly with the main caregivers of patients, evaluate their
psychological status, understand their existing difficulties and inner real ideas, physical
and mental status, targeted psychological counseling. Pay attention to protecting the
privacy of patients' families when communicating, have polite, sincere and friendly
tone, have natural and appropriate language, and conduct non-verbal communication
when necessary122. Professional psychotherapy is carried out for primary caregivers

who have significant psychological problems or severe load (3241,

CONCLUSION

Due to economic situation, care will affect income, patients' self-care ability and care
time of patients and other factors, the main caregivers of patients with digestive tract
malignant tumors generally have different degrees of load, which will not only affect
the care of patients, but also cause serious adverse effects on the physical and mental
health of caregivers themselves. Therefore, in the later work, it is necessary to
strengthen the load on the main caregivers of patients with malignant tumors of the
digestive tract, alleviate or prevent the occurrence of load by formulating a targeted
diagnosis and care plan, reducing the medical costs of patients, strengthening the time
to care for patients with poor self-care ability, get along, and accompany them and

carrying out psychological counseling and support for the main caregivers.
REFERENCES

1 Owoo B, Ninnoni JP, Ampofo EA, Seidu AA. Challenges encountered by family

caregivers of prostate cancer patients in Cape Coast, Ghana: a descriptive

8/13




phenomenological study. BMC Palliat Care 2022; 21: 108 [PMID: 35701817 DOI:
10.1186/512904-022-00993-6]

2 Carter J, Huang HQ, Armer ], Carlson JW, Lockwood S, Nolte 5, Kauderer ], Hutson
A, Walker JL, Fleury AC, Bonebrake A, Soper JT, Mathews C, Zivanovic O, Richards
WE, Tan A, Alberts DS, Barakat RR, Wenzel LB. GOG 244 - The Lymphedema and
Gynecologic cancer (LeG) study: The impact of lower-extremity lymphedema on quality
of life, psychological adjustment, physical disability, and function. Gynecol Oncol 2021;
160: 244-251 [PMID: 33109392 DOI: 10.1016/j.ygyno.2020.10.023]

3 Sutherland AE, Bennett NC, Herst PM. Psychological stress affects the severity of
radiation-induced acute skin reactions in breast cancer patients. Eur | Cancer Care (Engl)
2017; 26 [PMID: 28707369 DOI: 10.1111/ecc.12737]

4 Kim SH, Kim JH, Shim EJ, Hahm BJ, Yu ES. Patients' communication preferences for
receiving a cancer diagnosis: Differences depending on cancer stage. Psychooncology
2020; 29: 1540-1548 [PMID: 32567081 DOI: 10.1002/ pon.5447]

5 Liu W, Zhang H. Do sleep quality and psychological factors link precancerous
conditions of colorectal cancer? A retrospective case-control study. Expert Rev
Gastroenterol Hepatol 2022; 16: 173-179 [PMID: 35043737 DOl
10.1080/17474124.2022.2029701]

6 Jeong A, An JY. The moderating role of social support on depression and anxiety for
gastric cancer patients and their family caregivers. PLoS One 2017; 12: e0189808 [PMID:
29284033 DOI: 10.1371/ journal.pone.0189808]

7 Miyashita M, Wada M, Morita T, Ishida M, Omishi H, Tsuneto S, Shima Y.
Development and validation of the Comprehensive Quality of Life Outcome (CoQoLo)
inventory for patients with advanced cancer. BM] Support Palliat Care 2019; 9: 75-83
[PMID: 26497747 DOI: 10.1136/ bmjs pcare-2014-000725]

8 Otto AK, Soriano EC, Birmingham WC, Vadaparampil ST, Heyman RE, Ellington L,
Reblin M. Impact of Relationship and Communication Variables on Ambulatory Blood
Pressure in Advanced Cancer Caregivers. Ann Behav Med 2022; 56: 405-413 [PMID:
34244701 DOI: 10.1093/ abm / kaab057]

9713




9 Mosher CE, Winger JG, Hanna N, Jalal SI, Einhormn LH, Birdas TJ, Ceppa DP, Kesler
KA, Schmitt ], Kashy DA, Champion VL. Randomized Pilot Trial of a Telephone
Symptom Management Intervention for Symptomatic Lung Cancer Patients and Their
Family Caregivers. | Pain Symptonm Manage 2016; 52: 469-482 [PMID: 27401514 DOI:
10.1016/j.jpainsymman.2016.04.006]

10 Maeda K, Hasegawa D, Urayama KY, Tsujimoto 5, Azami Y, Ozawa M, Manabe A.
Risk factors for psychological and psychosomatic symptoms among children with
malignancies. | Paediatr Child Health 2018; 54: 411415 [PMID: 29105206 DOI:
10.1111/jpe.13771]

11 Tay CT, Loxton D, Khomami MB, Teede H, Joham AE. Negative associations of ideal
family size achievement with hypertension, obesity and maternal age in women with
and without polycystic ovary syndrome. Clin Endocrinol (Oxf) 2022; 97: 217-226 [PMID:
35394665 DOI: 101111/ cen14736]

12 Mosher CE, Secinti E, Hirsh AT, Hanna N, Einhom LH, Jalal SI, Durm G, Champion
VL, Johns SA. Acceptance and Commitment Therapy for Symptom Interference in
Advanced Lung Cancer and Caregiver Distress: A Pilot Randomized Trial. | Pain
Symptom Manage 2019; 58: 632-644 [PMID: 31255586 DOI:
10.1016/j.jpainsymman.2019.06.021]

13 Byrne A, Torrens-Burton A, Sivell 5, Moraes FY, Bulbeck H, Bernstein M, Nelson A,
Fielding H. Early palliative interventions for improving outcomes in people with a
primary malignant brain tumour and their carers. Cochrane Database Syst Rev 2022; 1:
CD013440 [PMID: 34988973 DOI: 10.1002/14651858.CD013440.pub?2]

14 Gangane N, Khairkar P, Hurtig AK, San Sebastian M. Quality of Life Determinants
in Breast Cancer Patients in Central Rural India. Asian Pac | Cancer Prev 2017; 18: 3325-
3332 [PMID: 29286227 DOI:10.22034/ APJCP.2017.18.12.3325]

15 Shamloo MBB, Nasiri M, Maneiy M, Kiarsi M, Madmoli Y. Correlation between
ways of coping and quality of life in Iranian husbands of women with breast cancer. Int

J Palliat Nurs 2020; 26: 84-90 [PMID: 32125917 DOI: 10.12968/ijpn.2020.26.2.84]

10/13




16 Costas-Muiiiz R, Gardufio-Ortega O, Hunter-Hernandez M, Morales ], Castro-
Figueroa EM, Gany F. Barriers to Psychosocial Services Use For Latina Versus Non-
Latina White Breast Cancer Survivors. Am | Psychother 2021; 74: 13-21 [PMID: 33028079
DOI: 10.1176/appi.psychotherapy.20190036]

17 Jack BA, Mitchell TK, Cope LC, O'Brien MR. Supporting older people with cancer
and life-limiting conditions dying at home: a qualitative study of patient and family
caregiver experiences of Hospice at Home care. | Adv Nurs 2016; 72: 2162-2172 [PMID:
27113470 DOI: 10.1111/ jan12983]

18 Hartman SJ, Weiner LS, Nelson SH, Natarajan L, Patterson RE, Palmer BW, Parker
BA, Sears DD. Mediators of a Physical Activity Intervention on Cognition in Breast
Cancer Survivors: Evidence From a Randomized Controlled Trial. JMIR Cancer 2015; 5:
€13150 [PMID: 31605514 DOI: 10.2196/13150]

19 Taub CJ, Lippman ME, Hudson BI, Blomberg BB, Diaz A, Fisher HM, Nahin ER,
Lechner SC, Kwak T, Hwang GH, Antori MH. The effects of a randomized trial of brief
forms of stress management on RAGE-associated S100A8/A9 in patients with breast
cancer undergoing primary treatment. Cancer 2019; 125: 1717-1725 [PMID: 30633331
DOI: 10.1002/cner.31965]

20 Ferguson RJ, Sigmon ST, Pritchard AJ, LaBrie SL, Goetze RE, Fink CM, Garrett AM.
A randomized trial of videoconference-delivered cognitive behavioral therapy for
survivors of breast cancer with self-reported cognitive dysfunction. Cancer 2016; 122:
1782-1791 [PMID: 27135464 DOI: 10.1002/cner.29891|

21 Reese JB, Zimmaro LA, Lepore 5, Sorice KA, Handorf E, Daly MB, Schover LR,
Kashy D, Westbrook K, Porter LS. Evaluating a couple-based intervention addressing
sexual concerns for breast cancer survivors: study protocol for a randomized controlled
trial. Trials 2020; 21: 173 [PMID: 32051002 DOI:10.1186/513063-019-3975-2]

22 Leclair T, Carret AS, Samson Y, Sultan 5. Stability and Repeatability of the Distress
Thermometer (DT) and the Edmonton Symptom Assessment System-Revised (ESAS-r)
with Parents of Childhood Cancer Survivors. PLoS One 2016; 11: e0159773 [PMID:
27454432 DOI: 10.1371/ journal.pone.(0159773]

11/13




23 Victorson D, Morgan T, Kutikov A, Novakovic K, Kundu S, Horowitz B, Jackson K,
Addington E, Murphy K, Sauer C, Brendler C. Mindfulness-based stress reduction for
men on active surveillance for prostate cancer and their spouses: Design and
methodology of a randomized controlled trial. Contenp Clin Trials 2023; 125: 107059
[PMID: 36563902 DOI: 10.1016/j.cct.2022.107059]

24 Marzorati C, Renzi C, Russell-Edu SW, Pravettoni G. Telemedicine Use Among
Caregivers of Cancer Patients: Systematic Review. | Med Internet Res 2018; 20: 223
[PMID: 29914858 DOI: 10.2196/jmir.9812]

12713




Table 1 Total score and dimension scores of primary caregivers of patients with

malignant tumors of digestive tract (n = 189)

Items mean (Standard mean) 5D
Time dependent load (5

_ 9.17 (1.83) 551
entries)
Developmental  limiting

6.08 (1.22) 5.65

load (5 items)
Physical load (4 items) 2.86 (0.97) 4.29
Social load (4 items) 2.02 (0.51) 247
Affective load (6 items) 0.92 (0.15) 1.45
Total load (24 items) 22.05 (0.92) 1535
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